*Note: Following is the revised agenda for the NHRPAC Meeting on January 28-29, 2002.
Please note the schedule adjustments that have been made. We look forward to seeing you at
the meeting. (For further information, contact Keisha Johnson at: kjohnson@osophs.dhh.gov)

DEPARTMENT OF HEALTH AND HUMAN SERVICES
MEETING OF THE
NATIONAL HUMAN RESEARCH PROTECTIONS ADVISORY CoMMITTEE (NHRPAC)

MONDAY, JANUARY 28 & TUESDAY, JANUARY 29, 2002
THE HYATT REGENCY BETHESDA HOTEL
CABINET-JuDICIARY ROOM

7400 WIsconsIN AVENUE
BETHESDA , MARYLAND, 20814
301/657-1234
AGENDA
Monday, January 28, 2002
8:30am — 9:00am WELCcOME: OVERVIEW OF MEETING AND UPDATES

Mary Faith Marshall, Ph.D.
Chairperson, NHRPAC

9:00am - 9:30am John Marburger, Ph.D.

Director, Office of Science and Technology Policy,
Advisor to the President

9:30am —10:30am UPDATE, DISCUSSION & CLOSURE: THIRD PARTIES: RESEARCH

SUBJECTS?
Mary Faith Marshall

[10:30am — 10:45am] BREAK

10:45am —12:30pm UPDATE AND DISCUSSION: SOCIAL AND BEHAVIORAL SCIENCE
RISk AND HARM
CONFIDENTIALITY
Felice Levine, Ph.D.
Co-chair Working Group,
Executive Officer
American Sociological Association



Jeffrey Cohen, Ph.D.
Co-chair, Working Group
Director, Education, OHRP/DHHS

12:30pm — 2:00pm LUNCH - On your own

2:00pm — 3:15pm CONSEQUENCES OF CIvIL ACTIONS IN HUMAN SUBJECTS
RESEARCH — PANEL PRESENTATION & DISCUSSION
Alan Milstein, Esq.
Sherman, Silverstein, Kohl, Rose & Podolsky
Respondents:
Karen Rothenberg, J.D., M.P.A.
Dean, University of Maryland, School of Law
Paul Lombardo, Ph.D, J.D.
Associate Professor of Law and Director

Program in Law and Medicine, Center for
Biomedical Ethics

University of Virginia

[3:15pm — 3:30pm] BREAK

3:30pm - 5:30pm NHRPAC WORKGROUP MEETINGS
Social and Behavioral Sciences

Third Party /Genetics

Informed Consent and the Decisionally Impaired
Informed Consent

5:30pm ADJOURN

Tuesday, January 29, 2002

8:30am — 8:45am OPENING REMARKS
Mary Faith Marshall

8:45am - 9:30am INFORMED CONSENT FROM THE PARTICIPANT/FAMILY
PERSPECTIVE
Paul Gelsinger

9:30am - 10:30am INFORMED CONSENT — DISCUSSION
Tom Beauchamp, Ph.D.
Co-chair Workgroup
Elliot Dorff, Ph.D.



10:30am — 10:45am

10:45am — 11:30am

11:30am—2:00pm

12:30pm-1:30pm
1:30pm - 2:00pm

2:00pm - 3:00pm

3:00pm —4:15pm

Co-chair workgroup
BREAK

UPDATE: CHILDREN’S WORKGROUP
MINIMAL RISK
MINOR INCREMENT OVER MINIMAL RISK
DisEASE/CONDITION
Alan Fleischman, M.D.
Chair, Working Group

SHouLD ALL DiscipLINES BE SusiecT TO THE COMMON RULE?
Greg Koski, Ph.D, M.D. —Introduction
Jonathan Knight, Ph.D. — Moderator
American Association of University Professors
Linda Shopes, M.A.

Historian, Pennsylvania Historical &
Museum Commission ; representing
American Historical Association
Margaret Blanchard, Ph.D

William Rand Kenan, Jr.,

Professor School of Journalism and Mass
Communication

University of North Carolina
Jonathan Church, Ph.D.

Chairman, Department of
Sociology and Anthropology
Arcadia University

LUNCH
FoLLow - Up DISCUSSION ON PRIOR PRESENTATION

INFORMED CONSENT & DECISIONAL CAPACITY OVERVIEW
Jonathan Moreno, Ph.D
Chair, Workgroup
Adil Shamoo, Ph.D.
Department of Biochemistry and Molecular Biology,
University of Maryland School of Medicine

NHRPAC WORKGROUP PRESENTATIONS
Informed Consent & the Decisionally Impaired
Informed Consent
Social & Behavioral Science



[3:15pm-3:30pm]

4:15pm — 4:30pm

4:30pm

Third Party/Genetics
Children

BREAK

Recap oF MEETING & ACTION ITEMS
Mary Faith Marshall

ADIJOURN



